Western Kentucky University

TopSCHOLAR®
Mahurin Honors College Capstone Experience/
Thesis Projects

Mahurin Honors College

2022

A Pilot Study: An Evaluation of Accessibility of Resources for
Parents of d/Deaf/Hoh Children in KY/TN
Amara Danturthi
Western Kentucky University, amara.danturthi859@topper.wku.edu

Follow this and additional works at: https://digitalcommons.wku.edu/stu_hon_theses
Part of the Communication Sciences and Disorders Commons, Other Languages, Societies, and
Cultures Commons, and the Public Health Commons

Recommended Citation
Danturthi, Amara, "A Pilot Study: An Evaluation of Accessibility of Resources for Parents of d/Deaf/Hoh
Children in KY/TN" (2022). Mahurin Honors College Capstone Experience/Thesis Projects. Paper 984.
https://digitalcommons.wku.edu/stu_hon_theses/984

This Thesis is brought to you for free and open access by TopSCHOLAR®. It has been accepted for inclusion in
Mahurin Honors College Capstone Experience/Thesis Projects by an authorized administrator of TopSCHOLAR®.
For more information, please contact topscholar@wku.edu.

A PILOT STUDY: AN EVALUATION OF ACCESSIBILITY OF RESOURCES FOR
PARENTS OF d/DEAF/HOH CHILDREN IN KENTUCKY/TENNESSEE

A Capstone Experience/Thesis Project Presented in Partial Fulfillment
of the Requirements for the Degree Bachelor of Science
with Mahurin Honors College Graduate Distinction
at Western Kentucky University

By
Amara N. Danturthi
November 2022

*****

CE/T Committee:
Dr. Grace Lartey, Chair
Dr. Ashley Fox
Dr. Kimberly Green

Copyright by
Amara N. Danturthi
2022

ABSTRACT

Most parents of d/Deaf/Hoh children are not Deaf, making it imperative for easy
access to diverse strategies to ensure smooth communication between them and their
child. Parents make the paramount decision of what their child’s first language should be,
therefore, access to current information on communication strategies is crucial in this
journey. Many families fall on resources sometimes from sources in different formats to
understand what may work best for them. The accessibility and availability of these
resources are a crucial component in the parent’s decision-making process. Due to the
unique dynamics between hearing parents and d/Deaf/Hoh children, this pilot study
attempts to identify resource availability, impact of available resources, and
communication methods used in the d/Deaf/Hoh community in Kentucky and Tennessee.
A survey was developed and distributed with the purpose of understanding the present
circumstances for hearing parents and their d/Deaf/Hoh children. Information about early
intervention services was found to be the most accessible with 80% of participants
reporting availability. Social media and websites were the most common forms of
information, while specialists/clinical professionals were the most reported sources of
information. Results also showed that 56% of respondents utilized either Sign alone
(American Sign Language) or Total communication with their d/Deaf/Hoh child. Only
61% of participants agreed that resources were accessible, indicating that focus is still
needed on d/Deaf/Hoh resources in Kentucky and Tennessee.
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I dedicate this thesis to parents of d/Deaf/Hoh children, CODAs, and the d/Deaf/Hoh
community. Your experiences are valid and irreplaceable.
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INTRODUCTION

Communication plays a pivotal role in every facet of life and has been centrally
important since ancient times. Relaying information and knowledge through varying
modes of communication is commonplace in today’s society, making effective
correspondence an imperative, if not essential skill. Most commonly, these varying
communication approaches include some type of speech, in the form of spoken language.
In the case of the d/Deaf/Hoh community, a signed language, such as American Sign
Language (ASL) is often used. However, ASL is only one of countless methods of
communication used in the d/Deaf/Hoh community. Hearing loss and deafness are
sometimes thought to be unchanging, but this perceived interpretation excludes the
numerous changing societal and cultural factors involved within the day-to-day settings
for the d/Deaf/Hoh community. Almost 90% of deaf children are born to hearing parents,
introducing an additional step in communication between parent and child (Meyers &
Bartee, 1992). For some children in these situations, spoken English is their first
language, while for others; American Sign Language (ASL) is their first language.
Ultimately, this choice is up to the parents of d/Deaf/Hoh children; strategies utilized by
hearing parents for communication with deaf children include “cued speech, listening and
spoken language [LSL] therapies, different signing systems, and technology use—
including the use of cochlear implants” (DesGeorges, 2016).
Exposure to language is also one of the most important things for young,
d/Deaf/Hoh children to avoid learning deficits. Without the introduction of a language
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with a modality that fits the child, deaf children may not be able to overcome language
deficits, even with a cochlear implant (Burkholder & Pisoni, 2006). The age when a child
is first diagnosed with hearing loss is another factor in the method of communication;
when a hearing parent is first notified about hearing loss in their child, they are presented
with options to decide the lifestyle they would like to provide for their child. Many
organizations help parents through this process by providing them with educational
resources on the d/Deaf/Hoh community. Depending on the availability of these
resources and different family situations, the methods of communication utilized may
vary.
Although this issue is pivotal for development in communication and language
skills, there is limited research specifically addressing this topic. Especially, when it
comes to areas in Kentucky and Tennessee that may not have access to vast urban cities,
availability of resources may waver (Bell, 2019). Current literature describes the
circumstance of hearing parents and d/Deaf/Hoh children largely on a group level, not in
specific areas. Due to the ambiguity of results in different geographic locations, this pilot
study attempts to identify the resources offered and communication methods used for the
d/Deaf/Hoh community at the local level in Kentucky and Tennessee.
The personal experiences of different members of the d/Deaf/Hoh community give
insight into these individualized preferences of communication, specifically in regards to
a person’s degree of hearing. Three relevant terms that will be addressed in this study
include “deaf,” “Deaf,” and “Hard of hearing (Hoh).” Intertwining the concepts of “deaf”
and “Hoh” as physical characteristics, and “Deaf” as a culture, opens the possibility that
one single communication approach is never used in all circumstances.
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LITERATURE REVIEW

Definitions and History
Over the past two centuries, the definitions of deaf, Deaf, and hard of hearing
(Hoh) have been largely variable due to significant progress in making d/Deaf/Hoh
history and knowledge possible. During the ancient Greek times (380-320 B.C), deaf
members of society were addressed as “speechless, [deaf individuals], they have a voice,
but are destitute of speech” (Cerney, 2005). Often, persons with hearing loss who did not
speak would be designated as “deaf and dumb,” or “deaf-mute” (NAD, 2022). These
inapt terms are still in circulation today, though in the present day, a notable effort has
been made to avoid their use. Now, the classification “deaf” is used to indicate mostly
profound hearing loss, implying very little or no hearing (WHO, 2021).
Up until the twentieth century, the cultural definition of “Deaf” had not yet
properly been coined, identifying the lack of widespread community support for
d/Deaf/Hoh individuals (Hochgesang & Miller, 2016). When the “Dictionary of
American Sign Language” was published in 1965, the idea of “Deaf with a capital D,”
referring to people who identify as culturally Deaf and are actively engaged with the Deaf
community, came to fruition (Hochgesang & Miller, 2016). Another equally important
term is “Hard of hearing (Hoh),” which refers to people with hearing loss ranging from
mild to severe (WHO, 2021). In the past, “hearing-impaired” was used as it was
“politically correct,” but to remove the negative connotation, Hoh is now the most
commonly preferred term (NAD, 2022).
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Organizing the first school for the deaf using Old French Sign Language (LSF) in
the eighteen century, Abbe Charles-Michel de l'Epee became one of few individuals to
teach a form of signed communication. Old LSF involved a variety of novel signals and
gestures, serving as the primary standardized sign language (Ray, 1848). One of l’Epee’s
students, Laurent Clerc, and the namesake of Gallaudet University, Thomas Gallaudet,
identified the lack of deaf education and founded the first School for the Deaf in America
(Turner, 1870). The primary mode of communication at this school was LSF, but through
teachings and interactions with students, the template for American Sign Language
(ASL) was created. Many students enrolled at this school came from Martha’s Vineyard,
an island with a sizable deaf population and its own unique sign language, referred to as
Martha’s Vineyard Sign Language (MVSL) (Groce, 1985). The combination of MVSL
with LSF at the school merged together and formed ASL.
Even though ASL came to be in the early nineteenth century, this method of
communication was not widely accepted until much later. The meaning of “language”
was mainly seen in relation to spoken language, and because of this, ASL was not
embraced. Until William Stokoe, an American linguist, published his research in 1960 on
the grammatical structure of ASL, deaf and Hoh persons were learning oral language
skills to better fit the mold of the majority in society by way of oralism. Oralism is the
use of speech and lip-reading, instead of sign, for people with hearing loss (Newton,
2020). Alexander Graham Bell was one of the main pioneers of this concept; his beliefs
in eugenics considered hearing loss a “flaw,” which could be corrected through oralist
techniques (Newton, 2020). Through years of Deaf activism, oralism became less
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common, and the introduction of Stokoe’s work made considerable progress for the
d/Deaf/Hoh community (Armstrong & Karchmer, 2009).
Since ASL was recognized as a true language, other partially and fully visual
forms of communication have been created and used, such as Cued speech, Total
communication, and Signed Exact English (SEE). The history surrounding the
development of these communication methods is directed back to the success of Stokoe
as well (Armstrong & Karchmer, 2009). Though this history is essential for the American
d/Deaf/Hoh community, it is important to acknowledge that public thought about
d/Deaf/Hoh culture and rights, to a great extent, varies between countries and languages.
There is notable significance of different perspectives within this subject matter.

Communication Methods and Resources
The d/Deaf/Hoh community is quite diverse in many ways, with different people
using varying communication methods to best fit their preferred modality. Situations that
prompt this variability are the specific circumstances surrounding a person’s family and
community, an example being hearing parent(s) with a d/Deaf/Hoh child that has no prior
knowledge of communication approaches. Common communication methods/styles used
in the d/Deaf/Hoh community are Speech alone, Sign alone (ASL), Cued Speech, Signed
Exact English (SEE), and Total communication (Li et al., 2003). Some of these methods
are interdependent, meaning that using one may mean using ASL or speech as well.
Speech alone is a commonly used form of communication in the d/Deaf/Hoh
community; for people that may have already learned a spoken language before the onset
of hearing loss, this is a main method of communication (Decker et al., 2012). In the
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United States, approximately 16% of persons age 65+ are Hoh. A large percentage of this
age group is mostly composed of people who have experienced late onset hearing loss
and who still use speech to communicate (Mitchell, 2006).
Auditory speech may also be the mode of communication used if a child has
undergone cochlear implant surgery. In hearing families with children that have hearing
loss, this may be preferred due to communication barriers between parent and child; the
study done in 2012 by Decker et al. found that parents who held an “audiological view of
deafness” were more likely to choose speech for communication with their child. If other
hearing children that use speech are in a household with a d/Deaf/Hoh, this could also be
a situation in which speech alone communication is utilized with a d/Deaf/Hoh child.
Listening and spoken language therapies (LSL) are additional strategies to initiate
learning to listen and talking for d/Deaf/Hoh children (DesGeorges, 2016).
Typically, in the Deaf cultural community, sign alone, American Sign Language
(ASL) is the primary communication method (Mitchell, 2006). When deaf children grow
up in a Deaf household or parents have a “sociocultural view of deafness,” this method of
communication is the most common (Decker et al., 2012). Cued speech is another mode
of communication that combines skills of “visual and speech reception;” cues are made
with certain hand signs that demonstrate the phonetic sounds of words that are either
being mouthed or said using speech (Nicholls & Mcgill, 1982). This is quite different
from ASL, but both use and are based on some type of visual sign.
Similarly, Signed Exact English (SEE) is partially dependent upon signs from
ASL and the English language. This system of visual communication was created to help
children with hearing loss be able to pick up English and to help improve quality of
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education in schools (Rendel et al., 2018). Signs are used in English grammatical
structure instead of ASL grammatical structure. There are many different dialects under
the umbrella of sign and English together, including the Total communication (TC)
communication style (Rendel et al., 2018). Total communication encompasses the
combination of any number of methods to fit each child’s specific needs- this means that
any number of the above-mentioned communication styles (Speech, ASL, Cued Speech,
SEE, etc.) can produce a new mode of communication (Rendel et al., 2018). While
specific approaches may fit certain scenarios better, understanding the differences
between the communication methods is dependent on what resources families have
access to.
Accessibility of resources in Kentucky and Tennessee involve a number of
factors: foremost, there are mandatory newborn screening laws/policies; the screening
includes “a collection of blood from the baby’s heel, pulse oximetry for critical
congenital heart disease (CCHD) and hearing tests” (KY CHFS, 2022). Both states
follow the 1-3-6 plan: screening for hearing loss should be done before 1 month of age,
diagnosis should happen before 3 months of age, and early intervention services should
be started before 6 months of age (TN.gov, n.d). If the test is positive for any of the
screened issues, a health care provider may “refer you to a specialist for more testing and
genetic counseling” (KY CHFS, 2022). Specialists include Ear, Nose, and Throat (ENT)
doctors, Speech Language Pathologists (SLP), Audiologists, hearing aid dispensers, etc.
(Young et al., 2009). Past studies have shown that these services through the state
government are usually the first resources that families are offered, and often the view of
deafness from professionals affects a parent’s communication decision. Through proper
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diagnosis of hearing loss, early intervention services are then identified for children to
assist with advantageous language development for children. The purpose of early
intervention services is to “provide support and services for families with children birth
to 3 who have developmental delays or disabilities” (KY CHFS, 2022).
The age at which children are most able to consume knowledge for language
acquisition is the first few years of life (Hoff, 2013). The 1-3-6 plan set in place by the
KY and TN public health departments attempts to ensure that a child starts language
development as soon as possible. Additionally, if a child has additional diagnoses other
than hearing loss that may affect communication, deciding a mode of communication
early on helps children avoid language deficits. However, in some cases, like late onset
hearing loss or cochlear implantation, early intervention services may not be as effective.
In this case, having access to information about primary and secondary education options
may be more useful (Decker et al., 2012). Resources for hearing parents of d/Deaf/Hoh
children in KY/TN that may have information like this include the Kentucky Commission
on the Deaf and Hard of Hearing (KCDHH), BRIDGES TN, Hands and Voices, and the
KY School for the Deaf, all four of which offer different types of resources in various
formats. The study done by Li et al. in 2003 found that another common source of
information is friends, relatives, and contacts; often, these discussions take place in
community centers like a place of worship and associations. Depending on the available
resources that hearing parents have access to, the information they get differs.

Stigma and Implications
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The communication method that a d/Deaf/Hoh person uses may also provide a
designation into one specific community. The Deaf cultural identity is heavily
intertwined with ASL, similar to other cultures with spoken language; in the case of
persons who may not use ASL as their main mode of communication, there are different
perspectives surrounding the “social labels” of Deaf and Hoh (Mitchell & Karchmer,
2004). The parents’ decision for their child can contribute to these social categorizations.
Deaf and Hoh can be most commonly classified by using speech vs. sign, or degree of
hearing loss (Mitchell & Karchmer, 2004). Some stigma surrounds these designations,
especially when considering the history of Deaf rights and Deaf activism.
Deaf culture has not always been readily accepted, so people within this culture
see their Deafness as a strength through a sociocultural view, rather than a disability in an
audiological view. Prioritizing oralism or undergoing a cochlear implant surgery aim to
restore hearing and speech skills, which are not cultural ideals of the Deaf community
(DesGeorges, 2016). Instead, they may most closely identify with the Hoh community.
However, these perspectives represent the majority opinion, and specific people in each
community may have different beliefs regarding the subject.
The implications of a chosen communication method go beyond social labels as
well; as minorities in society, individuals with hearing loss frequently experience worse
health outcomes (Humphries et al., 2019). The social determinants of health (SDOH) are
“non-medical factors that influence health outcomes” (CDC, 2021). Examples of specific
factors are race/ethnicity, employment, and geographic region. In the d/Deaf/Hoh
community, issues within the SDOH include communication barriers and lack of access
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to pertinent health information (Humphries et al., 2019). For hearing parents of
d/Deaf/Hoh children, the effects of the SDOH are essential considerations.
While there are programs in Kentucky and Tennessee to assist parents of
d/Deaf/Hoh children, living too far away from service or being unaware of programs also
does not allow equitable access to services for d/Deaf/Hoh children (Bell, 2019). A lack
of resources may contribute to adaption of an ill-suited communication method for a
d/Deaf/Hoh child (Meyers and Bartee, 1992). Through the d/Deaf/Hoh’s child’s
development, the child may also change preferences on what personalized
communication approach to use (DesGeorges, 2016). One method of communication can
never be standardized for the diverse d/Deaf/Hoh community due to diversity and
personal inclination, but the impact of communication is continually substantial, making
accessibility to resources crucial.
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METHODOLOGY

The target population for this survey was specifically hearing parents of
d/Deaf/Hoh children. To reach this population, two partner associations were identified:
the Kentucky Commission on the Deaf and Hard of Hearing (KCDHH) and Bridges for
the Deaf and Hard of Hearing (Bridges TN). Both of these organizations are local to
Kentucky and Tennessee and have contact with parents of d/Deaf/Hoh children. The
leaders of these groups were contacted about their interest in the study and willingness to
share the survey link with their members and/or share the information on their social
media sites after the approval of WKU’s Institutional Review Board.
To be able to adequately assess resources available to hearing caretakers of
d/Deaf/Hoh children and the impact of the accessibility of resources for these families, a
24-question instrument was created for this pilot study. Face and content validity of the
instrument were conducted by the thesis committee members who have expertise in
research design and cultural sensitivity. The survey was divided into four sections:
background information about hearing loss, available resources, perceptions on resources
and areas of improvement, and basic demographics. Question formats included multiple
choice, open-ended responses, and Likert scale, which were formatted for both computer
and mobile phone usage.
After Western Kentucky University’s Institutional Review Board (IRB) approved
the survey, a link to the survey together with the informed consent letter was sent via
email to representatives of the two groups for distribution to their members and shared on
various social media sites. The sampling process was voluntary because the questionnaire
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was posted on social media, where more than just affiliates of the organizations
had access.
The survey was estimated to take about ten minutes, and respondents had to
provide consent to participate before the actual survey questions were shown.
Participants interested in adding their names to the incentive raffle were redirected to a
new link at the end of the survey to enter their information. This information was
independent from the survey responses. The questionnaire was open for responses for 4
weeks, with a follow-up reminder sent during the third week of the survey administration
period.
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RESULTS

Eighteen (85.7%) out of the 21 respondents reported to be primary care givers.
d/Deaf/HOH children whose parents/caregivers participated in the survey ranged between
1 and 10+ years old. Specifically, 10 children were between 1 and 5 years (58.82%), and
four (4) were between 6-10 years (23.53%). Three (3) children were older than 10 years
(17.65%). One respondent did not provide their child’s age.
Seventeen (94.4%) out of 18 primary caregivers reported their child’s degree of
hearing to be one or more of the following: “hard of hearing,” “Deaf,” “deaf,” “other.”
Fourteen (82.35%) of those respondents described their child’s degree of hearing as
“Hard of hearing,” specifying mild to severe hearing loss. Two (11.76%) respondents
reported their child’s degree of hearing to be “Deaf,” indicating Deaf cultural identity.
One (5.88%) respondent chose their child’s degree of hearing to be “deaf,” meaning
mostly profound hearing loss. Lastly, one (5.88%) respondent chose “Other,” specifying
that “Deaf, cochlear implants” most accurately described their child’s degree of hearing.
Survey respondents reported the age of their child at the time of their hearing loss
confirmation within three age ranges. Seventeen (94.4%) out of the eighteen (18)
respondents reported the age of their child at the time of hearing loss to be <1 year, 1-5
years, or 6-10 years old. Three (3) children were <1 year old (17.6%), thirteen (13)
children were between 1-5 years old (76.4%), and one (1) child was between 6-10 years
old (5.88%).
The next question asked respondents to report any additional diagnoses that their
child has that may affect speech or communication. Seventeen (94.4%) out of the
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eighteen (18) participants provided information. Seven (7) primary caregivers
indicated that their child did have an additional diagnosis besides hearing loss
confirmation (41.17%); 10 primary caregivers’ children did not have an additional
diagnosis (58.82%).
Sixteen (88.9%) out of the eighteen (18) primary caregivers responded to the
question about other children living at home that did not have hearing loss. Seven (7)
indicated that they had other children that did not have hearing loss living at home
(41.18%), with nine (9) reporting that they did not have children without hearing loss
living at home (52.94%).
Out of the 18 participants that reported to be primary caregivers of d/Deaf/Hoh
children, 16 described their own degree of hearing to be “hearing,” (88.89%); two initial
respondents did not provide any designation (11.11%) (Table 1).
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Table 1: Demographics and Characteristics of Respondents and their Children
Response
f
Child’s age at survey administration
1-5 years
6-10 years
10+ years

%

10
4
3

58.82
23.53
17.65

14
2
1
1

82.35
11.76
5.88
5.88

Child’s age at hearing loss confirmation
<1 year
1-5 years
6-10 years

3
13
1

17.65
76.47
5.88

Additional diagnoses that may affect child’s speech
or communication
Yes
No

7
10

41.18
58.82

Other children living at home without hearing loss
Yes
No

7
9

43.75
56.25

Main caregiver’s degree of hearing
Hearing

16

100.00

Main caregiver’s race/ethnicity
White/Caucasian
Black/African American

11
2

84.62
15.38

Parent’s description of child’s degree of hearing
Hard of hearing (mild to severe hearing loss)
Deaf (indicating Deaf cultural identity)
deaf (mostly profound hearing loss)
Other; please specify
- “Deaf, cochlear implants”

Main caregiver’s employment status
Working full-time
11
84.62
Student
1
7.69
Stay-at-home parent
1
7.69
N = 13-18
*Percentages total more than 100% because participants could choose multiple options.
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Regarding the type of information accessed, twelve options of common
information types/sources were provided to participants. Fifteen (83.33%) out of the
eighteen (18) primary caregivers responded to these questions. Three (3) reported the
availability of information about “Deafness,” (20%), 10 the availability of information
about “Hearing loss” (66.67%), and seven (7) reported the availability of information
about “Communication options for d/Deaf/Hoh children” (46.66%).
More specifically, participants were asked about the availability of information on
methods of communication. Communication methods included American Sign Language
(ASL), Cued Speech, Signed Exact English (SEE), Total communication, Auditory
Speech, and Listening and spoken language therapies. Respondents could pick multiple
options. Fourteen (77.78%) out of the 18 initial participants provided information to this
question. Eleven (11) participants listed access to information about American Sign
Language (ASL) (78.57%), one (1) reported access to information on Cued Speech
(7.14%), and another one (1) reported access to information on Signed Exact English
(SEE) (7.14%). Three (3) respondents indicated having access to information on
Auditory Speech (21.42%), while another six (6) reported access to information about
Listening and spoken language therapies (LSL) (42.86%). There was no response to
access to information on Total communication.
On the question seeking accessibility of information on intervention services and
education options, 15 (83.33%) out of the eighteen participants reported accessibility to
information on intervention services and education options. Specifically, 12 out of the 15
respondents selected access to information on early intervention services for d/Deaf/Hoh
children (80.0%), five (5) reported access to information on primary education options
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for d/Deaf/Hoh children (33.33%), and six (6) reported access to information about
secondary education options for d/Deaf/Hoh children (40.00%).
Fourteen (77.78%) respondents out of the initial 18 responded to the question
seeking the formats in which information was made available to them. About 64.29% (9
out of 14), listed “Website” as one of the formats of information, 28.57% (4 out of 14)
selected “Media (videos, photos, PowerPoint),” 28.57% (4 out of 14) indicated
“Pamphlet/brochures,” 50.0% (7 out of 14) selected “Book,” 50.0% (7 out of 14)
indicated “Verbal Conversation (speaking to other people, receiving advice),” and
71.43% (10 out of 14) listed “Social Media (Facebook, Instagram, Twitter, LinkedIn,
etc.).” Two (2) out of fourteen (14.29%) chose “Other” and included the following
responses: “Classes at Deaf community center,” and “Speech Therapy.”
The sources of knowledge about communication methods and the d/Deaf/Hoh
community were also identified by respondents. Fourteen (77.78%) out of the 18
respondents provided answers to this question. Eight respondents (57.14%) selected
“Specialists, which include ENT (Ear, Nose, and Throat), SLP (Speech Language
Pathologist), Audiologist, Hearing aid dispenser” as a source of information, 21.43% (3
out of 14) reported “Faith-based community/place of worship,” 35.71% (5 out of 14)
reported “d/Deaf/Hoh friends, relatives, or contacts,” 21.43% (3 out of 14) reported
“hearing friends, relatives, or contacts,” 7.14% (1 out of 14) reported “State or national
government-based association” and specified "Parent outreach with TN School of Deaf."
Two (2) out of fourteen (14.28%) reported “Other” sources such as “TN School for the
Deaf” and “Family Voices” (Table 2).
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Table 2: Parents’ Reported Access to Types, Formats, and Sources of Information
Response
f
%
Type of Information
Deafness
Hearing loss
Communication options for d/Deaf/Hoh children
American Sign Language (ASL)
Cued Speech
Signed Exact English (SEE)
Auditory Speech
Listening and spoken language therapies
Early intervention services for d/Deaf/Hoh children
Primary education options for d/Deaf/Hoh children
Secondary education options for d/Deaf/Hoh children
Format of Information
Website
Media (videos, photos, PowerPoint, etc.)
Pamphlet/brochures
Book
Verbal Conversation (speaking to other people, etc.)
Social Media (Facebook, Instagram, Twitter, LinkedIn, etc.)
Other; please specify
- “Classes at Deaf community center”
- “Speech therapy”
Source of Information
Specialists: include ENT (Ear, Nose, and Throat, SLP (Speech
Language Pathologist), Audiologist, Hearing aid dispenser, etc.
Faith-based community/place of worship
d/Deaf/Hoh friends, relatives, or contacts
hearing friends, relatives, or contacts
State or national government-based association
- “Parent outreach with TN School of Deaf”
Other; please specify
- “TN School for the Deaf”
- “Family Voices”

3
10
7
11
1
1
3
6
12
5
6

20.00
66.67
46.67
78.57
7.14
7.14
21.42
42.86
80.00
33.33
40.00

9
4
4
7
7
10
2

64.29
28.57
28.57
50.00
50.00
71.43
14.29

8

57.14

3
5
3
1

21.43
35.71
21.43
7.14

2

14.29

N = 13-15
*Percentages total more than 100% because participants could choose multiple options.
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Participants were asked to report the method of communication they currently use
with their d/Deaf/Hoh child at home. They were also asked to provide an optional
explanation for why they chose this communication method with their child. Fourteen
(77.78%) out of the 18 initial participants listed specific methods of communication and
10 (71.4%) out of the 18 initial respondents provided explanations.
Two (2) respondents indicated “Speech alone” as the main communication
method (14.29%), both providing further explanation. One mentioned that their child was
late-Deafened, and already had speech skills and read lips, while the other explained that
using speech alone makes the child more focused. Four respondents (28.57%) indicated
“Sign alone,” and all gave additional explanation: primary communication method and
fully accessible to the child; child wants a break from cochlear implant after a long day at
school; child is too young to communicate properly; and child’s preference.
Two respondents (14.29%) reported “Cued Speech” as the main communication
method with one explanation that their child can still listen. Two (2) respondents out of
fourteen (14.29%) chose “Signed Exact English (SEE)” as the primary communication
method used with their child. Four (4) respondents out of fourteen (28.57%) listed “Total
communication” as the main communication method, three (3) out of the four explained
that their child is too young to communicate properly; because this is very helpful to
children's listening Education; and because communication knowledge is more extensive,
children will learn more.”
Respondents were also asked if they had a choice with the communication
methods used with their child. Twelve out of the fourteen respondents (85.7%) indicated
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that they did have a choice, and two (2) out of the fourteen (14.29%) responded that they
did not have a choice (Table 3).
Table 3: Reported Methods of Communication and Explanation
Response

f

%

2

14.29

Sign alone
4
- “That is our primary and it is what is fully accessible
to my child so that’s what we use most of the time.
Plus she does not want her CI’s after a long day at school.”
- “The child is too young to communicate properly”
- “The child is too young to communicate properly”
- “Child preferred”

28.57

Cued Speech
- “Children can still listen”

2

14.29

Signed Exact English (SEE)

2

14.29

Total Communication
4
- “The child is too young communicate properly”
- “Because this is very helpful to children’s listening education”
- “Because communication knowledge is more extensive,
children will learn more”

28.57

Communication method used with child at home and why
Speech alone
- “He was late-Deafened, already had speech skills
and read lips”
- “Because being alone makes the child more focused”

Choice in Child’s communication method at home
Yes
No

12
2

85.71
14.29

N = 14
*Participants gave optional explanations, so every response does not have one.

Study participants also responded to a six-question Likert scale section of the
survey inquiring about their level of agreement on the communication resources available
to them. Respondents were evenly split on their level of agreement to communication
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resources in addressing their concerns. Out of the 11 respondents, four strongly or
somewhat agreed that the resources available addressed their concerns. Similarly, four
respondents strongly or somewhat disagreed that their concerns were addressed by the
available resources. Three respondents neither agreed nor disagreed to the available
resources addressing their concerns.
Thirteen respondents participated in the second question that was directed towards
the specificity of communication resources to their child’s needs. Overall, the majority of
respondents (7) strongly agreed or somewhat agreed that communication resources were
specific to their child’s needs, while only three respondents strongly or somewhat
disagreed with the same statement. Three respondents neither agreed nor disagreed that
resources were specific to their child’s needs.
The third question in the Likert scale series asked respondents if communication
resources were accessible. Thirteen (61%) respondents strongly agreed or somewhat
agreed that resources were accessible. The other 39% were split into two categories: 3
respondents neither agreed nor disagreed, and 2 respondents strongly disagreed.
The next question addressed the language development of the respondent’s
children and gauged if the communication resources actually helped language
development. Seven out of 13 respondents strongly or somewhat agreed that resources
did help language development. There was an equal number of the respondents that
neither agreed or disagreed, and respondents that strongly or somewhat disagreed, with 3
respondents in each category.
Twelve respondents participated in the fifth question about where resources were
located, specifically if they were far away from the respondents. Ten out of the twelve
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respondents were evenly split between strongly agree or somewhat agree, and neither
agree or disagree, with each category having 5 responses. Only 2 respondents strongly or
somewhat disagreed that resources were far away from them.
The final Likert scale question had thirteen respondents, where 6 respondents
strongly or somewhat agreed that available resources were minimal with limited options.
Three respondents neither agreed nor disagreed with this statement, while 4 respondents
strongly disagreed or somewhat disagreed.

Were minimal with limited options

Were farther away from our location
Helped my child’s language development

Were accessible
Were specific to my child’s needs

Addressed family concerns
0
Strongly Agree/Somewhat Agree

2

4

Neither agree or disagree

6

8

10

12

14

Somewhat disagree/Strongly disagree

Figure 1: Likert Scale Data

Lastly, respondents were asked of any suggested improvements for
communication resources in their community. Twelve responses were collected and
respondents provided the following suggestions for resource improvement: providing a
school of the Deaf locally, including more ASL and captions in correspondence, free
ASL classes, and keeping stronger connections with families of d/Deaf/Hoh children.
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DISCUSSION
The results of the study may indicate that hearing parents of d/Deaf/Hoh children
in KY and TN have most access to information about hearing loss, ASL, and early
intervention services. 60-80% of respondents reported accessing these types of
information, whereas the least chosen topics were Deafness and primary education
options for d/Deaf/Hoh children, with 20% and 33% reported access, respectively.
Ninety-four percent of children of participants in the study did not classify with the Deaf
community, perhaps indicating that the audiological view of deafness is more prevalent
in this study. Rather than specific information about the different communication
methods outside of ASL (Cued Speech, SEE, Auditory speech, Total communication,
LSL), general knowledge about communication options for d/Deaf/Hoh children was
reported as more accessible by 47% of respondents. This may be attributed to lack of
specific resources, but may also be suggestive of varying language development as
mentioned in previous literature.
Seventy-six percent of d/Deaf/Hoh children in this study were diagnosed with
hearing loss between the ages of 1 and 5, which may mean that their communication
methods may not yet be concrete. During the time of survey completion, 59% of children
still remained in the age 1-5 category. The variance in age from the 1-3-6-month plan
recommended by the Kentucky and Tennessee state governments show that the
population of this study may have been children with or without existing language
development and/or later onset hearing loss. The young ages of the children in the study
corroborate the high level of access to early intervention service information, as the
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services are offered until age 3. Approximately 40% of parents reported that they
had other children living at home without hearing loss, and that their child has additional
diagnoses that may affect speech/communication; these additional factors may also be
indicative of early intervention service use, and classification as a Hoh individual, as 82%
of the children were classified as Hoh by their parents.
The format in which resources were reported to be most readily available is on
websites and in social media platforms, as 60-70% of respondents utilized these
platforms. Due to the young ages of children in this study and the recentness of the
results, technological developments and the COVID-19 pandemic may have had effects
on resource availability. While the past few decades have introduced a technological
revolution, the recent pandemic also forced online communication to expand, which
means that parents may not have had in-person resources available for their children. This
may be a confounding factor to increased responses of access to websites and social
media resources. More than half of the respondents also specified that verbal
conversation was a common format of information - particularly from specialists/clinical
professionals, and d/Deaf/Hoh contacts. These findings correspond with results from the
Li et al. study done in 2003, where similar resources were employed within the study
population.
In regards to the communication methods that hearing parents use with their
d/Deaf/Hoh children, there was a wide distribution in choice. Although parents largely
reported access to the same resources, their preferred modes of communication did not
share the same uniformity. Despite 79% of respondents having access to ASL
information, only 29% use it as a primary method with their child. The explanations
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provided by parents specify child preference and the child’s young age, which may also
be linked back to findings from Li et al. 2003 that changing communication methods of
d/Deaf/Hoh children through development should be studied.
By contrast, no respondents indicated having access to information about Total
communication, but 29% report that they use this method of communication with their
child. As this method is non-specific and, in some cases, involves a combination of
communication approaches, parents may not need specific resources to utilize Total
communication. A similar trend is seen with SEE, where only 7% had access to SEE
information, but 14% respondents reported using this method with their child. Speech
alone and Cued Speech seem to be used in particular scenarios where the child is latedeafened and to help the child focus or listen, aligning with reasons shown in previous
literature. 86% of parents additionally indicated having a choice in communication
methods, further demonstrating the diversity of utilized communication methods.
The respondents’ perspectives on the effectiveness of communication resources
from the Likert scale questions seems to indicate intermediate contentment of resources.
On three of six questions, the respondents agreed more than disagreed with the prompts,
possibly specifying a relation between the prompts. Fifty-four percent agreed that
resources were specific to child’s needs and 54% agreed that resources helped child’s
language development – this could mean that language development resources were
specific to the d/Deaf/Hoh child’s needs. Just over half of participants (61%) agreed that
resources were accessible, identifying a further need to expand resource accessibility in
KY and TN.

25

LIMITATIONS

The racial and ethnic demographic of this study is mainly uniform, with 85% of
parents reporting their race/ethnicity as White/Caucasian and 16% as Black/African
American. Therefore, findings from this study process cannot speak to how resource
access may change due to discrimination or bias due to race/ethnicity. Additionally, this
project does not include possible communication outcomes with the presence of a spoken
native language other than English. This could be an additional factor that needs to be
considered when parents make a communication decision for their child.
Another limitation of this study is the socioeconomic status of respondents; 85%
of respondents had a full-time job, placing them in a more beneficial position than those
without full-time work. Persons with a full-time job are more likely to have health
insurance which would provide them with more access to health resources and
information. Socioeconomic status and minority race/ethnicity have been proven in many
studies to have collinear effects in all facets, so using a more diverse study population
may provide a more accurate representation of true resource accessibility.
This study was meant to be a pilot study that observes resource accessibility and
tests the feasibility of this survey approach in future projects. Due to this purpose and the
short survey period, the sample size is smaller (N = 18) and does not offer an opportunity
to run inferential statistics tests on the data. No generalizations should be made with
conclusions from the data to apply on an individual level in the d/Deaf/Hoh community,
rather, this study should be viewed as an attempt to understand the current state of
d/Deaf/Hoh resource accessibility in the eyes of 18 respondents.
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FUTURE IMPLICATIONS
Further research must be done with d/Deaf/Hoh communities in Kentucky and
Tennessee to identify and understand gaps in resource accessibility. This present study
had a number of limitations, and future studies should aim to address those limitations.
Qualitative research that focuses on individual families may give more insight into the
communication decision-making process of parents of d/Deaf/Hoh children. Through
this, concrete resources may be specifically identified, as well as a grasp of sociocultural
and audiological views of deafness. Possible bias towards one perspective from
professionals or community members may be found through this process as well.
Another topic of future focus could be analyzing the access to specialists and
clinical professionals in rural areas of KY and TN. Distance and the absence of
professionals in medically underserved areas may affect the advice parents receive.
Effects of the chosen communication methods in a healthcare setting can also give insight
into how to improve general health outcomes for members of the d/Deaf/Hoh
community.
Diversity of the d/Deaf/Hoh community should also be emphasized, and future
studies should seek to notify others of the vast communication modes in the community.
Continued research should take into consideration the suggestions for improvement from
this study and implement beneficial advancements.

27

CONCLUSION

Overall, hearing parents of d/Deaf/Hoh children in KY/TN seem to have decent
access to resources and use communication methods that align with trends in previous
literature. In this study, it appears that the most commonly accessed resources may not
necessarily relate back to the primary communication method between parent and child.
Specialists and clinical professionals are by far one of the most influential factors in a
parent’s decision, and access to these sources seem to be higher, on average, than other
sources of information in this study. Studies, including the 2003 Li et al. study and the
2012 Decker et al. study support these findings and open doors for future work on this
topic. A great deal of variance exists in the d/Deaf/Hoh community, and continued
subsequent study can help normalize and inform persons about this diversity. Though
research in this specific area is insubstantial, this field holds pertinent questions that
future communication of d/Deaf/Hoh community stands upon.

28

REFERENCES
Armstrong, D. F., & Karchmer, M. A. (2009). William C. Stokoe and the study of signed
languages. Sign Language Studies, 9(4), 389-397.
Bell, E. (2019). The Educational Experience of Students who are Deaf and Hard of
Hearing in Kentucky. Kentucky Journal of Undergraduate Scholarship, 3(1), 2.
Burkholder, R. A., & Pisoni, D. B. (2006). Working memory capacity, verbal rehearsal
speed, and scanning in deaf children with cochlear implants. Advances in the
spoken language development of deaf and hard-of-hearing children, 328-357.
Cerney, B. (2005). Deaf history notes. Hand & Mind Pub.
Decker, K. B., Vallotton, C. D., & Johnson, H. A. (2012). Parents’ communication
decision for children with hearing loss: Sources of information and
influence. American annals of the deaf, 157(4), 326-339.
DesGeorges, J. (2016). Avoiding assumptions: Communication decisions made by
hearing parents of deaf children. AMA journal of ethics, 18(4), 442-446.
Groce, N. E. (1985). Everyone here spoke sign language: Hereditary deafness on
Martha’s Vineyard. Harvard University Press.
Hochgesang, & Miller, M. T. (2016). A Celebration of the Dictionary of American Sign
Language on Linguistic Principles: Fifty Years Later. Sign Language Studies,
16(4), 563–591. https://doi.org/10.1353/sls.2016.0012
Hoff, E. (2013). Language development. Cengage Learning.

29

Humphries, T., Kushalnagar, P., Mathur, G., Napoli, D. J., Rathmann, C., & Smith, S.
(2019). Support for parents of deaf children: Common questions and informed,
evidence-based answers. International journal of pediatric
otorhinolaryngology, 118, 134-142.
Li, Y., Bain, L., & Steinberg, A. G. (2003). Parental decision making and the choice of
communication modality for the child who is deaf. Archives of Pediatrics &
Adolescent Medicine, 157(2), 162-168.
Meyers, J. E., & Bartee, J. W. (1992). Improvements in the signing skills of hearing
parents of deaf children. American Annals of the Deaf, 137(3), 257-260.
Mitchell, R. E. (2006). How many deaf people are there in the United States? Estimates
from the Survey of Income and Program Participation. Journal of deaf studies and
deaf education, 11(1), 112-119.
Mitchell, R. E., & Karchmer, M. (2004). Chasing the mythical ten percent: Parental
hearing status of deaf and hard of hearing students in the United States. Sign
language studies, 4(2), 138-163.
Newton, J. L. (2020). Familiar with the Deaf World: The Influence of Alexander Graham
Bell and Oralism on the History of the North American Deaf
Community (Doctoral dissertation, Sam Houston State University).
Nicholls, G. H., & Mcgill, D. L. (1982). Cued Speech and the reception of spoken
language. Journal of Speech, Language, and Hearing Research, 25(2), 262-269.
Ray, L. (1848). The Abbe'de L'Epee. American Annals of the Deaf and Dumb, 1(2), 6976.

30

Rendel, K., Bargones, J., Blake, B., Luetke, B., & Stryker, D. S. (2018). Signing exact
English; a simultaneously spoken and signed communication option in deaf
education. Journal of Early Hearing Detection and Intervention, 3(2), 18-29.
Turner, W. W. (1870). Laurent Clerc. American Annals of the Deaf and Dumb, 16-28.
Young, A., Gascon-Ramos, M., Campbell, M., & Bamford, J. (2009). The design and
validation of a parent-report questionnaire for assessing the characteristics and
quality of early intervention over time. Journal of Deaf Studies and Deaf
Education, 14(4), 422-435.
Community and culture – frequently asked questions. (2021). National Association of the
Deaf. Retrieved from https://www.nad.org/resources/american-signlanguage/community-and-culture-frequently-asked-questions/.
Deafness and hearing loss. (2021). World Health Organization. Retrieved from
https://www.who.int/news-room/fact-sheets/detail/deafness-and-hearing-loss
Newborn Screening Program. (2022). Kentucky Cabinet for Health and Family Services.
Retrieved from
https://chfs.ky.gov/agencies/dph/dmch/cfhib/Pages/newbornscreening.aspx
Newborn screening. (n.d.). Tennessee State Government - TN.gov. Retrieved from
https://www.tn.gov/health/health-program-areas/newborn-screening.html
Social Determinants of Health. (2021). Centers for Disease Control and Prevention.
Retrieved from https://www.cdc.gov/socialdeterminants/index.htm.

31

APPENDICES
Appendix A: Instrument
IRB Consent Document
Section 1: Background Information
1. Are you the primary caregiver (parent, legal guardian, individuals with permanent
custody) of a d/Deaf/hard of hearing child? (Yes/No)
a.

If yes, how old is your child? __________

2. What description best fits your child’s degree of hearing? Please select all that
apply: (hard of hearing/deaf/other)
- hard of hearing;
- refers to people with hearing loss ranging from mild to severe.
- deaf;
- refers to people with mostly profound hearing loss, which implies
very little or no hearing.
- Deaf;
- people who identify as culturally Deaf and are actively engaged
with the Deaf community. Deaf with a capital D indicates a
cultural identity for people with hearing loss who share a common
culture.
- other;
- Please specify:
_____________________________________________

3. At what age was hearing loss first confirmed in your child (in years)? _______

4. Does your child have any diagnoses other than hearing loss/deafness that may
impact their speech or communication? (Yes/No)

5. Do you have other children (living at home) without hearing loss? (Yes/No)
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6. As a main caregiver of your child, what description best fits your degree of
hearing?
- hearing
- Other; please specify

Section 2: Available resources
7. Please check all resources available to your family since hearing loss was
diagnosed for your child: Check all that are applicable:
- Information about:
- Deafness
- Hearing loss
- Communication options for d/Deaf/Hoh children
- American Sign Language (ASL)
- Cued Speech
- Signed Exact English (SEE)
- Total communication
- Auditory speech
- Listening and spoken language therapies (LSL)
- Early intervention services for d/Deaf/Hoh children
- Primary education options for d/Deaf/Hoh children
- Secondary education options for d/Deaf/Hoh children

8. What format did you access information about _ (responses from number 7) __
in? (Check all that are applicable)
- Website
- Media (videos, photos, PowerPoint, etc.)
- Pamphlet/brochures
- Book
- Verbal conversation (speaking to other deaf parents/specialists/advice)
- Social media (Facebook, Instagram, Twitter, LinkedIn, etc.)
- Other: please specify: ____
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9. From where did you get your _____ (responses from number 8) ______
resources? (Check all that are applicable)
- Specialists (includes ENT, SLP, Audiologist, hearing aid dispenser, )
- Faith-based community/place of worship
- d/Deaf/Hoh friends, relatives, or contacts
- hearing friends, relatives, or contacts
- State or national government-based associations
- If yes, which one(s)?___________
- Other, please specify: _____________

Section 3: Opinions and Areas of Improvement
10. What is the most used communication method with your child at home?
- Speech alone
- Sign alone
- Cued speech
- Signed Exact English (SEE)
- Total communication
- If ‘other’, please specify: __________

11. Did you have a choice when choosing a communication method with your child?
(Yes/No)
- If yes, why did you choose this mode of communication with your child?
__________________________________________________________

12. Please answer the questions below in relation to communication resources
provided to you: (Likert scale- Agree to disagree)
- The communication resources available to my family…
- Addressed family concerns
- Were specific to my child’s needs
- Were accessible
- Helped my child’s language development
- Were farther away from our location
- Were minimal with limited options
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13. What improvements do you suggest for communication resources in your
community?
_____________________________________________________________________________________________

Section 4: Demographics
14. Which of the following best describes you?
Please select one answer:
-

Asian or Pacific Islander
Black or African American
Hispanic or Latino
Native American or Alaskan Native
White or Caucasian
Multiracial/Biracial
A race/ethnicity not listed here

15. What best describes your employment status?
- Working full time
- Working part time
- Unemployed and looking for work
- A homemaker or stay at home parent
- Student
- Retired
- Other
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Appendix B: Informed Consent Letter

Date:
To (organization name) _______________________________,
We are writing to request for your formal consent and approval to participate in the study,
Evaluation of Accessibility: Resources for Parents of d/Deaf/HOH Children in
Kentucky/Tennessee. We would be grateful if you can share the questionnaire link for
this study with your members on behalf of the researchers.
Your assistance with the study would also include sending a reminder to your members to
complete the survey, as well as distributing gift cards to the members who win the raffle.
Your participation will be greatly appreciated in this study. If you have questions
regarding this study, you can contact the researchers at:
Dr. Ashley Fox: ashley.fox@wku.edu, (270) 745-8962
Dr. Kimberly Green: kimberly.green@wku.edu, (270) 745-4541
Dr. Grace Lartey: grace.lartey@wku.edu, (270) 745-3941

Signature of organization (consent to participate): ______________________________
Form signed by KCDHH- April 6th, 2022
Form signed by BRIDGES TN- April 7th, 2022
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